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he Canadian Bleeding Disorders Registry is the national registry 
and database on Canadians with inherited bleeding disorders. 
The CBDR is used by treatment centres to support patient care, 

approved research, and surveillance of factor concentrate usage. As for 
MyCBDR, this system is used by patients, or their caregivers, on home 
treatment. MyCBDR is directly linked to the CBDR via the patient’s HTC.

MyCBDR is an Internet-based tool available as a computer program 
and mobile application (Android, iOS). MyCBDR is a fast, secure and 
confidential way to record your bleeds and home infusions, in order 
to share this information with your health care team, manage your 
stock and inventory of factor concentrates at home, and keep a readily 
accessible record of your own health care.

While using MyCBDR is not obligatory, I think it is an indispensable 
tool since it is the easiest and most precise way to record and report 
your bleeds and home infusions.

In addition, MyCBDR offers several other benefits: the end of 
keeping paper records of your bleeds; fast and easy transmission of 
information on your bleeds and infusions using a computer or mobile 
device (it takes less than a minute to fill in and send most infusion 
reports); the ability to easily consult and print out information on your 
use of factor concentrates and areas of your body affected by your 
bleeds (so that you will be better able to manage your own care) and 
send current and accurate information on your bleeds to your health 
care team (so that they will be better able to guide you through your 
home care); and more complete information on the health outcomes 
for patients receiving home treatment (which will help clinicians and 
researchers improve treatment and care for all patients).

In the CHS 2016-2020 Strategic Plan, one of the target outcomes 
is to increase the rate of patients on home treatment with factor 

concentrates who use MyCBDR (or iCHiP) to 95% by the end of 2018. 
We are on the right track…

To learn more about the CBDR and MyCBDR, consult the CHS flyer 
available at your HTC or visit the Website www.cbdr.ca/Info. 

The integrated Canadian Bleeding Disorders Registry (CBDR) and MyCBDR online reporting system has 
started to be implemented gradually in bleeding disorder treatment centres (HTCs) throughout Canada. 
At the end of June, the system was up and running in six HTCs and almost operational in four HTCs, 
while 15 other HTCs are in the process of securing the necessary legal and ethical authorizations and 
approvals. To date, 450 patients have been registered to MyCBDR through their HTC, and another 
121 patients registered in a virtual centre while their HTCs await final approvals. Already, there 
have been more than 22,000 infusions reported since the introduction of these new tools!

T

Gradual roll-out of the CBDR and 
MyCBDR across Canada
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Community news

C H A P T E R  S P O T L I G H T

n Manitoba, we have always struggled to find the most efficient 
and effective awareness vehicles. A poorly placed awareness 
table can mean a long and boring day for volunteers and low 

public impact. Often, we couple an awareness table with an event that is 
audience specific; a blood drive at Canadian Blood Services, a volunteer 
fair or selling tickets for a fundraiser.

Manitoba Chapter awareness displays have been so much better 
received since the creation of the CHS  program.   
has excellent tools for bringing awareness around women and bleeding 
disorders. The Manitoba Chapter uses  resources for awareness 
tables at health fair opportunities such as the Winnipeg Inner City Health 
Fair and at employee health fair opportunities through HealthPartners. 
The demand for the menstrual assessment charts was very high in 2015. 
We are so excited to announce the ME app for menstrual assessment 
at our tables in 2016! The Manitoba Chapter uses these fairs to provide 
information about von Willebrand disease, iron deficiency anemia, and 
increasing iron through diet. These topics are very well received by a wide 
audience and provide a venue to inquire about other bleeding disorders.

The Manitoba Chapter began exploring the use of social media 
following the inception of the chapter’s Communication Committee 

in 2011. Initially, the Manitoba Chapter Facebook page and Twitter 
account were created as tools to communicate with different 
segments of our own membership. Very quickly, the benefits of these 
tools in educating the wider public about inherited bleeding disorders 
became evident. Valuable health information is shared between 
inherited bleeding disorder groups, community partners and members. 
The brilliance of social media is that your membership and supporters 
can easily share that information with their network. The sphere of 
influence expands, exponentially!

How does one measure success with awareness activities? There’s 
the rub. It is somewhat difficult to measure. We know our materials 
are picked up at tables, but are they read? It is gratifying to get a 
membership registration or a new member referral from an awareness 
table. The Manitoba Chapter’s social media presence is growing and 
that can be measured in “likes,” “shares” and “re-tweets.” Does that 
translate to action? Hard to say. What we do know is that it has 
strengthened our partnerships with the local, national and global 
inherited bleeding disorder communities. We know that the public is 
exposed to CHS messaging and information much more than it was 
in the past. 

I

Awareness – in cyberspace and on the ground!
by Christine Keilback
Executive Director of the Manitoba Chapter

Paulette Côté (L) and Milena Pirnat (R) at the Winnipeg Inner City Health Fair.



Hemophilia Today  August 2016 |  5

A W A R E N E S S

or several years, the Alberta Chapter of the CHS has participated 
in bringing inherited bleeding disorder awareness to captivated 
audiences at teachers’ conventions. Why teachers? Teachers 

have access to many children throughout each year. When we reach a 
teacher, we are often reaching hundreds of students. Teachers will often 
know what is normal and not normal when it comes to bleeding, and 
they will also be involved with not only the students but also the parents. 
Teachers often see siblings and can see a pattern of bleeding in a family as 
well. And the best part is, the teachers are all at the convention to learn! 
They want to stop at each booth and gather materials.

If a teacher is walking by the booth, it is easy to capture their 
attention by telling them the statistic that 1 in 1,000 students have a 
bleeding disorder and most are undiagnosed. Almost all teachers will 
stop and want more information, and offer a story or two of a student 
they have taught with hemophilia or von Willebrand disease. They might 
also tell you about that student who has constant bruises or the one 
with all the nosebleeds. Teachers care, they want to help their students 
succeed and be healthy. They often soak up as much information as they 
can, then ask for materials that they can take back to their staff rooms 

to share with other teachers or their school health nurse. Many science 
teachers also stop by and ask for aids to teach about hereditary disease.

The teacher’s convention booths are usually cheaper than at women’s 
or health expos; often there are discounts for charitable organizations, 
and all the materials needed for the booth are printed and distributed 
by the CHS national office. We have also found that Website traffic 
increases significantly for about three days after the convention.

The nurses in our local bleeding disorder treatment centres have 
been wonderful to partner with. They offer their time beforehand 
sending out invitations to school-age patients and volunteer at the 
booth. The invitations, intended for patients’ teachers, principals or 
health staff at their schools, invite them to come to the CHS booth to 
learn, ask questions and gather materials. It also states the time when 
nurses will be there to answer questions.

While this awareness campaign does take some ahead-of-time 
preparation to book the booth and arrange a schedule of volunteers, 
our chapter has found it to be very successful and worth the effort. It 
is quite possible that there is a teacher in your region who could help 
you connect your chapter with the local teacher’s convention. 

n the past year the Nova Scotia Chapter did a lot of awareness 
around World Hemophilia Day, the Maritime Adventures 
Camp, and the quarter-billion dollar surplus in the Trust Fund 

for the 1986-1990 Hepatitis C Settlement Agreement (see article on the 
topic on page 6). My mother, Betty Anne Hines, made red and white 
ribbons which we took into the NS Legislature. Almost every member 
of the Legislative Assembly (MLA) in the house wore one and our local 
MLA read a letter on our behalf. It was followed by a nice long talk 
with our Health Minister, Leo Glavine, about hemophilia and the Trust 
Fund surplus. We also talked with Halifax Mayor Mike Savage.Nicole 
Lake, a volunteer from the NS Chapter personally pinned a red ribbon 
on him. Nicole and I were on CTV Morning Live with Heidi Petracek 
promoting our event at Victoria Park for World Hemophilia Day. We 
made World Hemophilia Day labels and stuck them to 100 bottles of 

water and handed them out to the general public walking and hiking 
through the park. We are already planning how we can go above and 
beyond next year! 

F

I

Awareness for teachers
by Joanna Halliday
Stony Plain, Alberta

Nova Scotia Chapter volunteers create awareness 
everywhere they go!
by Katie Hines
Vice-President of the Nova Scotia Chapter

Volunteers at Victoria Park for World Hemophilia Day.



he settlement, agreed to in 1999, is scheduled to pay 
benefits to class members infected with hepatitis C 
through blood or blood products between January 1, 1986 

and July 1, 1990, and family class members until the year 2080. The 
latest actuarial review revealed that there are sufficient reserves in the 
Trust Fund to reimburse all expected claims with a buffer. Moreover, 
there is an unallocated surplus that amounts to 206 to 256 million 
dollars.

Class and Trust Fund Counsel reported to the courts that the surplus 
results from three factors: 1) fewer members than expected in the class 
(just under 6,000 directly infected individuals, of whom 1,400 have/had 
a bleeding disorder, versus the 1999 estimate of 7,000 people); 2) less 
progression of disease and therefore lower future pay-outs, because of 
the new direct-acting anti-viral drugs; and 3) better-than-anticipated 
investment returns in the Trust Fund of 846 million dollars created by 
the federal government in 1999.

T

HCV Settlement Agreement 
surplus hearings
by David Page
CHS National Executive Director

Toronto, Vancouver, and Montreal, June 22 — On June 20-22, hearings were held 
into the potential allocation of the surplus in the 1986-90 Hepatitis C Settlement 
Agreement before Chief Justice Christopher Hinkson of the British Columbia Supreme 
Court, Justice Paul Perell of the Ontario Superior Court and Justice Chantal Corriveau 
of the Quebec Superior Court.

6 |  Hemophilia Today  August 2016
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The original Settlement Agreement stipulates that, in the event 
of an unallocated surplus during the lifetime of the settlement, the 
courts could use their “unfettered discretion” to allocate the surplus 
funds in the following ways:
1. Pay supplemental benefits directly to class members;
2. Allocate the surplus in other ways that would indirectly benefit 

class members;
3. Return all or part of the surplus to the Government of Canada;
4. Leave the money in the Trust Fund.

The court orders require that in 2080, when the agreement winds 
up, any residual funds would be returned to the Government of Canada.

All Counsel agreed that the Settlement Agreement did not allow the 
courts to order a transfer of any part of the surplus from the 86-90 plan 
to the pre-86, post-90 compensation plan, as suggested in media reports 
the week before the hearings, because they are legally separate contracts.

Class Counsel, representing the members of the class, argued that 
the Trust Fund had been set up with an arbitrary amount of 1.18 billion 
dollars and benefits had to be made to fit within this. It did not take into 
account the actual losses suffered by class members. Class members 
bore any risk of the fund being insufficient. As a result, people are 
undercompensated. They recommended to the courts that the surplus 
be allocated in the following ways:
1. Allowance for late claimants (after the claims deadline of June 30, 

2010) to apply for benefits if there is a reasonable explanation for 
missing the deadline;

2. A 10% increase in fixed payments already paid and to be paid;
3. An increase in family class member payments;
4. Elimination of the reduction in loss of income benefits due to 

deduction of collateral benefits (e.g. CPP, QPP, MPTAP …)
5. An 8.5% increase in loss of income payments to compensate for 

lost pension benefits;
6. Increase in loss of services in the home from 20 to 22 hours per week;
7. Increase in the maximum annual payment for cost of care from 

$50,000 to $60,000 per year;

8. A $200 daily allowance for family members who accompany a class 
member to medical appointments;

9. An increase in funeral benefits from $5,000 to $10,000.
The federal government argued that, because the number of 

class members was lower than expected and disease progression 
less serious in some cases, the class members as a whole are being 
overcompensated and the surplus should return to the Government 
of Canada. It also argued that the “architecture” of the Settlement 
Agreement could not be changed.

The provincial/territorial (P/T) governments, which pay 3/11 of the 
benefits on a pay-as-they-go basis until some time in the 2020s, made 
no claims on the surplus but agreed that any allocation must have no 
impact on the amounts to be paid by P/T governments in the future.

One person with hemophilia (PWH) was granted intervenor status 
and argued that those with hemophilia who chose the one-time 
$50,000 payout—there are 22 PWH in this situation—be allowed to 
“re-elect” and be eligible for the full range of benefits, similarly to all 
other members of the class. Another PWH, represented by Counsel, 
argued for removal of upper limits on loss of income payments. 
They and seven other class members argued eloquently in favour 
of allocating the benefits to class members and not to the federal 
government. They presented the human face of the cause, as did the 
740 individuals who made written submissions to the courts via Class 
Counsel.

Numerous other legal arguments were made during the three days 
of hearings on how the surplus should or should not be allocated. The 
three judges took the arguments under advisement. They were urged 
by all parties to confer as a unanimous agreement of the three courts 
is needed before any action can be taken.

CHS President, Craig Upshaw, who attended all three days of the 
hearings, said, “Class Counsel did an excellent job of presenting the 
legal arguments in favour of allocating the surplus to class members. 
I see hope for a positive decision.”

A judgment is expected in autumn 2016. 

FOR MORE INFORMATION AND TO MONITOR DEVELOPMENTS, PLEASE GO TO …

www.hemophilia.ca/en/hcv-hiv/hepatitis-c-and-hiv-compensation/chs-response-to-86-90-surplus
  

www.hepc8690.ca/home-e.shtml

“ Class Counsel did an excellent job of presenting the legal  
arguments in favour of allocating the surplus to class members.  

I see hope for a positive decision. ”
Craig Upshaw, CHS President



8 |  Hemophilia Today  August 2016

Well organized, extremely knowledgeable speakers with presentations  
that made sense to the people less aware. – C.F.

he workshop was a huge success, the highlight of the 
weekend being, without a doubt, the panel discussions 
with three generations of adults affected by inhibitors 

sharing their personal experiences. The isolation felt by families 
coping with inhibitors was eased for all through family camaraderie, 
presentations, discussions and learning opportunities. The opportunity 
for families to connect, share, recharge and hope builds their capacity 
to support each other.

This weekend also enabled families with inhibitors to meet and 
discuss current treatment options and future trends with health 
care providers from the two hemophilia treatment centres that have 
developed expertise in this area, CHU Sainte-Justine in Montreal 
and the Hospital for Sick Children in Toronto. This opportunity was 
especially invaluable for families who do not have regular access to a 
large team of hemophilia experts.

Such a good weekend could not have taken place without the 
participation of many individuals. We would like to thank the planning 
committee, speakers, volunteers and staff for making the weekend a 
success. A special thanks goes to our sponsors who made this weekend 
possible. 

 

T

Moving Forward Hand in Hand  
– An inspirational weekend for families
by Hélène Bourgaize
CHS Director of Chapter Relations and Human Resources

Fourteen families of children with inhibitors gathered last May to share, learn and 
support each other. Moving Forward Hand in Hand, the 6th CHS National Inhibitor 
Family Weekend, took place in Toronto on May 13-15, 2016.

Learning about the therapies coming down the pipeline gave us hope  
and something to look forward to and consider. – A.F.
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Learning about the future of gene therapy  
was very inspirational and exciting. – P.L.
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The Canadian Physiotherapy Association 
honours the CHS and Kathy Mulder 
by JoAnn Nilson
Physical Therapist, Saskatchewan Bleeding Disorders Program

The CHS has received the Partnership Award from the Canadian 
Physiotherapy Association (CPA), presented to an organization which has 
advanced the image, ideals and goals of physiotherapy. The CPA Awards 
Committee was very impressed by the CHS support of physiotherapists in 
Canada and “strong leadership and partnership in developing opportunities 
for physiotherapists to be involved” as integral members of the inherited 
bleeding disorder comprehensive care team.

The CHS was nominated by the Canadian Physiotherapists in 
Hemophilia Care (CPHC). Their nomination highlighted the CHS’ work 
over several decades to advance physiotherapy care in hemophilia:
 Since 1997, the CHS has provided funding for Canadian physiotherapists 

in hemophilia care to meet annually. It has also provided support 
and assistance in the development of the CPHC Constitution and 
Standards of Care.

 A physiotherapist was added to the membership of the CHS Medical 
and Scientific Advisory Committee in 1977.

 The CHS has always recognized the importance of physiotherapy 
in hemophilia and has been a world leader in the development of 
comprehensive care.

 The CHS supports physiotherapists to conduct/participate in clinical 
research using innovative approaches and standardized outcome 
measures, to promote better assessment and treatment of bleeding 
disorders.

 The CHS has been integral in the development of the international 
profile of CPHC. Through CHS participation in the World Federation 
of Hemophilia Twinning Programs, CPHC members have engaged in 
international activities throughout the world.
“The CHS recognizes the musculoskeletal expertise of physiotherapists 

and consistently demonstrates an appreciation for physiotherapy on the 
multidisciplinary care team,” CPHC said in its nomination. “With the support 
of the CHS, the CPHC has become a strong, vital, well-respected group 
within the national and international bleeding disorder community.”

 Congratulations to Kathy Mulder on receiving the CPA Mentorship Award

This award recognizes physiotherapists who provide inspiration to their colleagues by acting as a role model for professionalism and volunteerism. 
Kathy has worked in hemophilia care for over 35 years. Even in retirement, Kathy enthusiastically continues research projects and academic 
partnerships, and remains a CPHC associate member and member of the CHS Manitoba Chapter. 

 CHS receives prestigious Partnership Award from the Canadian Physiotherapy Association

From left to right: JoAnn Nilson, Rick Waines, Kathy Mulder, Sandra Squire. 

Photo: Dean Kalyan for Canadian Physiotherapy Association Congress, 2016
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Canada, along with Nigeria, Poland, the U.S., Vietnam and two other 
countries, is part of PROBE, Phase 2. PROBE, which stands for Patient 
Reported Outcomes, Burdens and Experiences, is a research study to gather 
data on treatment of hemophilia A and B, and quality of life for use in 
advocacy efforts. Phase 1 tested the feasibility of administering the survey 
in 20 countries around the world. Phase 2 tests the reproducibility of the 
tool when administered at different times in the same country in different 
ways (on paper, online).

Anyone wishing to learn 
more about PROBE can 
read the June 2016 Study 
Update on the CHS Website. 
Or you can complete the 
survey yourself and contribute to the study! It is open to people with 
hemophilia A and B, carriers and their family members. The latter 
category serves as a control group. – D.P. 

 MyCBDR: the best way to report 
treatments and bleeds to your health 
care team
To promote the use of MyCBDR, the home infusion reporting 

module of the Canadian Bleeding Disorders Registry (CBDR), the 
CHS has produced a flyer in collaboration with the Association of 
Hemophilia Clinic Directors of Canada (AHCDC), McMaster University 
and the Australian National Blood Authority (NBA).

This flyer presents the benefits of using MyCBDR, its features, how 
to register for it and much more. It is distributed to patients via the 
bleeding disorder treatment centres across Canada.

As reported in the March 2016 issue of 
Hemophilia Today, as of early this year, five 
treatment centres—CHU Sainte-Justine in 
Montreal, Hôpital de l’Enfant-Jésus in Quebec 
City, CHUS-Hôpital Fleurimont in Sherbrooke, 
Hamilton Health Sciences and Kingston General 
Hospital—had made MyCBDR available to their 
patients on home infusion. Other patients can 
register through the virtual holding centre 
while awaiting their centre to obtain legal and 
ethical approvals to register their patients for 
the CBDR. – C.R.

 Pain management for people with bleeding disorders – What's the evidence?
by Susan Tupper, BScPT, Ph.D., Coordinator of Integrated Pain Strategy and Research, Saskatoon Health Region

What does research say about pain management for people with bleeding 
disorders? The Canadian Agency for Drugs and Technologies in Health 
(CADTH), a not-for-profit organization, provided two research summary 
reports on the current evidence for drugs and non-drug treatments for pain 
management for people with bleeding disorders. The reports summarize 

research findings and list studies that have been published on this topic. You 
can use these reports to update your own information, or to communicate 
with your health care providers about the current research.

Report on medication treatments: bit.ly/1ZOsD0s
Report on non-drug treatments: bit.ly/1XUPA4I 

Canada one of seven countries to be part of PROBE Phase 2

NEW RESOURCES

CBDR/MyCBDR is a collaboration among the 
Association of Hemophilia Clinic Directors of 
Canada (AHCDC), McMaster University and the 
Australian National Blood Authority (NBA) with 
support from the Canadian Hemophilia Society 
(CHS). The AHCDC owns the CBDR and MyCBDR. 
McMaster manages the system on behalf of the 
AHCDC. It is developed jointly by the NBA, the 
AHCDC and McMaster University with input from 
the CHS and Canadian health care providers.

April 2016

How do the CBDR and MyCBDR 
protect my privacy?

MyCBDR and the CBDR are overseen by 
the CBDR Committee of the Association 
of Hemophilia Clinic Directors of Canada.

Safeguarding your privacy is a top 
priority for the CBDR. Strict security 
rules are in place to guarantee patient 
privacy is maintained at all times. Only 
authorised staff from your own treatment 
centre or McMaster University can access 
your data.

Your information is kept on the CBDR 
database which is physically located 
in a secure data centre at McMaster 
University with bank-grade physical, 
administrative and technical safeguards 
in place. These procedures protect your 
information from misuse, unauthorised 
access, interference, alteration, loss  
and/or disclosure.

 Fast
 Easy
 Accurate
 Secure
 Private

Find out more at

www.cbdr.ca/Info

The best way 

to report treatments and bleeds 
to your health care team

 
Important note

MyCBDR is a tool to record information 
on your bleeds and treatments. Always 
contact the health care team at your 
treatment centre for medical advice.

More information and support

Go to mycbdr.ca/MyCBDR/Info/Help or

call 905-525-9140 ext. 27595 or 

e-mail help@mycbdr.ca or

talk to the nurse coordinator at your 
treatment centre, or

call or e-mail the CHS at  
1-800-668-2686  |  chs@hemophilia.ca

SCH_DEPL_MyCBDR_ANG.indd   1 2016-04-14   3:14 PM

This year, the CHS is happy to present three valued staff members 
with a special recognition for their years of service. Joyce Argall, for 
twenty years of outstanding service encompassing individual giving 
and the Million Dollar Club; Chantal Raymond, for ten years of quality 
work relating to communications; and Rachel Leslie, for an excellent 
five years in administration and programs. Thank you to the three of you 
for your continued dedication and commitment to the CHS! – H.B.  

Congratulating 
three deserving 
staff!

From left to right: Chantal, Joyce and Rachel.
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Who are our organization’s leaders?
o comply with the Canada Not-for-profit Corporations Act, the CHS, in 2014, modified its governance structure. The board now consists 
of a maximum of 16 directors; these directors include one director brought forward by each of the chapters and up to six additional 
directors recommended by the CHS Nominating Committee. The members elect the directors at each annual general meeting (AGM) of the 

corporation; as of 2014, the CHS has 10 members, which are the 10 provincial chapters. At the last AGM, the following 14 directors were elected:

Justin Smrz – British Columbia
Rick Waines – British Columbia
Carmen Nishiyama – Alberta
Craig Upshaw – Alberta

Wendy Quinn – Saskatchewan
John Schmitke – Manitoba
Kathy Lawday – Ontario
Maia Meier –Ontario

Pam Wilton – Ontario
Mylene D’Fana – Quebec
Victoria Watts – New Brunswick
Joe Doran – Prince Edward Island

Dianna Cunning – Nova Scotia
Jeff Jerrett – Newfoundland and 
Labrador

As a person with severe hemophilia and an inhibitor, I recognized early in my life the importance of the hemophilia 
society to my future care and treatment. I saw my parents participate in the local hemophilia chapter and was taught the 
importance of being an active participant in advocacy for my care. I volunteered as a youth, sat on the regional board 
in Edmonton and, like many youth, stepped away in my late teens and early twenties. When I returned to the regional 
chapter, I was mentored on how to effectively prepare and advocate for the organization. I was president of the Edmonton 
region of the Alberta Chapter in the late 1990s and have been on the national CHS board for at least 20 years learning 
procedure, governance and leadership from my board peers and past leaders of the organization. I have sat on all the 
national committees and have been on the Blood Safety and Supply Committee for the last 16 years, which has been a 
critical element in my being able to understand complex blood-related issues, as well as recently participate on the recent 
Canadian Blood Services selection review committee for FVIII and FIX. It has been an honour to be the president and board 
chair of the CHS for the last six years; the time has been both challenging and rewarding.

My youth years were in Nova Scotia, my teen years were in Florida. I truly appreciate that I was fortunate enough 
to have both of those experiences growing up. It helped create who I am today. I currently live in Lunenburg, NS, and 
am a financial advisor at a large financial institution. It was only after I had my son, who has severe hemophilia, that 
I discovered my passion for bleeding disorders and found my way to the NS Chapter and to the Canadian Hemophilia 
Society. I am currently the president of the NS Chapter, and past vice president and now treasurer of the CHS National 
Board of Directors. I love my volunteer work. I love making a difference and helping others. Of course, this is all 
possible only because I am part of two wonderful teams: the NS Chapter Board of Directors and the CHS Board of 
Directors. We all have the same passion, vision and goals. I look forward to my continuing work as treasurer of the 
CHS Board and will do my best to fulfill the role effectively and efficiently.

Born in Havana, Cuba, and raised in Miami, Florida, I moved to the province of Quebec in 1991. Soon after the birth 
of my third child in 1996, he was diagnosed with severe hemophilia A. I quickly joined the local chapter and became an 
active volunteer. It was after my participation at the WFH World Congress in Montreal in 2000 that I joined the Board 
of Directors at both levels of the organization. I wanted to make a difference not only in Quebec, but also in the rest 
of Canada and in the world. Over the years, I have occupied many positions on both Executive Committees including 
president, vice president, secretary, and treasurer for the CHS Quebec Chapter (CHSQ); and, at the CHS, vice president and 
now secretary, a position I have held the last couple of years. In the last 20 years, I have volunteered countless hours to help 
better govern the CHS and its chapters, and working on the family business allowed me to do just that. Now, I work for a 
North American security company. I’m lucky enough to have a very supportive family that encourages me to continue to 
pursue my volunteer adventure with the bleeding disorder community all over Canada and the world as part of twinning 
projects. I have had the chance to meet and get to know wonderful people from the bleeding disorder community, and 
these experiences exemplify how gratifying it is to do what I do for this organization, our organization. 

We will take advantage of Hemophilia Today to introduce our readers to the leaders of our organization. In this issue, we present the three 
officers: Craig Upshaw, our president, Dianna Cunning, our newly elected treasurer, and Mylene D’Fana, our secretary. Please forward any questions 
regarding the new structure to chs@hemophilia.ca. – H.B.

V   lunteer File

T

CRAIG UPSHAW

MYLENE D’FANA

 DIANNA CUNNING
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Zachary Adams
Co-chair, CHS National Youth Committee

Youth File

t was near the end of this weekend when I was approached 
by Justin Smrz (current co-chair of the National Youth 
Committee) and Hélène Bourgaize (CHS national director of 

chapter relations and human resources) to consider taking on the role 
of co-chair for the CHS National Youth Committee. After taking a few 
minutes to discuss with them the extent of my commitment, I quickly 
accepted this new role and was excited to get to work!

There were several reasons why I chose to take on the co-chair 
position at this time. Primarily, I believed that the National Youth 
Committee was ready to expand and take on a new direction and that 
as co-chair I could more easily collaborate and unite all of the fantastic 
youth that I had already met across the country. Furthermore, I felt that 
the previous positions I had held within the CHS, and more notably 
within Hemophilia Ontario, provided me with the skills and knowledge 
I would need to further engage and motivate youth who are new or 
hesitant to join the organization.

The passion I have to connect with individuals I meet within the 
bleeding disorders community originates from my story. Diagnosed with 
moderate hemophilia A at age seven, my coping mechanism involved 
pretending that my hemophilia did not exist and thus, choosing to not 
participate in any scheduled events within the Ontario bleeding disorders 
community. As I would come to find out, after attending my first event 
in 2011, I had neglected an incredibly important part of my identity 
and I learned that this community embraced me as a second family. 
Today, by taking on this role within the National Youth Committee, I will 
continue to make sure that those who feel different or those who may 
disregard their condition are welcomed into our community.

Fast-forward to February 20, 2016, in a hotel conference room near 
downtown Toronto where Justin, Hélène, Georgina (nurse coordinator at 
St. Michael's Hospital) and I would spend the day discussing the future 
direction of the National Youth Committee. It was unanimously decided 
that the committee should be restructured in order to best suit the 
ever-growing needs of the youth within our organization. I often hear 
that youth are now “uninterested” or “too busy” to take on leadership 
roles within committees and boards since care and treatment has so 
drastically and rapidly improved. However, I do not buy into this belief 
and rather believe that youth can and will choose to involve themselves 

within the organization if given the appropriate venue, encouragement 
and, most importantly, purpose.

For this reason, the purpose of the National Youth Committee 
will be to support, promote and address the involvement of youth 
within the CHS and develop our future leaders. The individuals on this 
committee will seek to strengthen the connection between youth and 
assist with organizing events that address the needs of our members. 
No matter how big or small, each of us can make a difference and 
take on roles that we see fit to provide an important contribution for 
the youth of the CHS. Whether you would like to help in education 
programs, advocacy work or even sharing your story with the rest of 
us, there will be plenty of opportunities and support to connect with 
each other and the organization.

At this time, we are looking for provincial representatives to sit 
on the National Youth Committee. Although it may sound like a 
daunting task at first thought, there will be abundant support and 
encouragement along the way and it will be a great opportunity to 
meet other youth within the CHS. If you are excited by the prospect 
of learning with others, open to new challenges, and motivated to 
acquire a host of diverse new skill sets, then consider this the perfect 
place to start! 

I

Back in May 2015, I was fortunate enough to have attended Rendez-vous and the accompanying 
National Youth Workshop. Having been involved as the Ontario representative for the Canadian 
Hemophilia Society National Youth Committee since late 2013, this weekend offered me another 
opportunity to connect with many of the youth from across the country. I was able to see many 
familiar faces that I have come to know throughout my time within the organization, and many 
new individuals who I had the opportunity to meet for the first time. 

Contact us if you are interested in taking an active part in the 
CHS Youth Committee: chs@hemophilia.ca.
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A Global Perspective

CHS and HSB: A commitment to achieve 
the WFH vision of Treatment for All
by Marion Stolte, London, Ontario

n the midst of very warm weather in Dhaka, Bangladesh (one 
day it was over 43°C with humidity!), 40 youth and adult 
volunteers who gathered for Youth Leadership and Volunteer 

Development workshops eagerly engaged in the topics of leadership and 
volunteering. These workshops were held as part of the WFH twinning 
partnership between the CHS and the Hemophilia Society of Bangladesh 
(HSB). It was a privilege for Eric Stolte and me to co-facilitate the day-
and-a-half Volunteer Development workshop.

Topics ranged from “What is Volunteering and Why is it Important” 
and “Benefits of Volunteering” to “What Do You Recruit Volunteers For” 
along with the different approaches to recruiting. This was followed 
by sessions focusing on the importance of understanding various 
components of a full-orbed volunteer program, including motivating, 
supervising, retaining and supporting volunteers.

Putting “feet to ideas” is always a challenge! Everyone in the adult 
Volunteer Development workshop wrestled well with thinking through 
and putting down on paper a list of key opportunities for volunteers; 
then they worked at making clear job descriptions for each opportunity. 
Not an easy task, but they persevered!

The Youth Leadership workshop was facilitated by trainers from 
the Global Platform Bangladesh (GPB). In two groups, participants 
explored qualities and styles of leadership, skills and values needed in a 
leader, followed by communication and presentation skills to develop. 
At the close of the day, both groups reconvened and shared ideas for 
next steps for advancing youth leadership and communication. 

The desire to keep on learning and taking the necessary steps to help 
make the Hemophilia Society of Bangladesh flourish even more in the 
next several years was very evident. There is a strong commitment to 
working hard to achieve the WFH vision of Treatment for All, knowing 
that there are over 12,000 people with hemophilia who have yet to be 
diagnosed no less treated.

We celebrated with a closing banquet where Eric, on behalf of the 
WFH, presented both the CHS and HSB with 2016 WFH Twins of the 
Year certificates. Nurul Islam, president of the HSB, had two lovely 
plaques made for HSB and the CHS to display and remember our work 
together. These will be treasured and housed at the CHS office.

Over the next two days Eric and I, along with Nurul and Mizanur 
Rahman Akond, also from HSB, met with the Brigadier General of Dhaka 
Medical College as well as two other hematologists and Dr. Shamiul 
Islam, hospital and clinic director at the Directorate General of Health 
Services. Better health care and patient/family engagement is a work in 
progress, but it is progressing and we are all encouraged by it. 

I

The GPB trainers did an excellent job. Here are some reflections 
on the training as expressed by both youth and adult attendees:

We learned what to do at first when you start something.

Provide leadership through integrity and expertise.

I never thought that I was a leader, this workshop changed 
my mind.

Videoclips shown in the training session about leader 
communication process inspired me a lot.

When I started to work for HSB, I didn't have any concrete 
knowledge about volunteering but now I have this knowledge 
and it will help me.

Invite more people including patients and arrange these 
types of workshop more.

From left to right: Nurul Islam, Marion Stolte, Eric Stolte and Ulia Nawrin Islam.
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Social Workers Face-to-Face

he hemophilia community is now in the midst of one of 
those changes, where through many meetings and careful 
consideration a change in product has occurred. In true social 

work form I want to address the need for our clients to have a sense of 
self-determination in their own health care, which can be encouraged 
through providing the information they request and need from the 
team. Let’s acknowledge that for many of our clients the transition will 
go smoothly and they will trust the information and recommendations 
provided by their bleeding disorder treatment centre teams (HTCs). This is 
likely to occur when, but not exclusive to, there is a healthy relationship 
between them and a history of working well together.

For others, there may be an unwillingness to move through a 
transition as smoothly as we would hope. There are as many reasons for 
this as there are people we work with, but as health care professionals 
we can help move towards workability in our clinics and with our 
clients. Workability will take us to a place that is curious and observes 
how clients are choosing actions that work for them, where they 
are and in the moment they are in. Often clients who struggle with 
change will make choices based on fear or trying to avoid more pain.

With either type of client, it is useful to examine what they as an 
individual value when it comes to their health care treatment and the 
HTC team. Their values and what they want to live out in their lives 
every day will guide what type of treatment they are open to and can 
lead to the creation of treatment goals. If a client values being available 
to their family and being active, they may set goals that will increase 
treatment and stick to a physiotherapy plan for strengthening. From 
here, we can evaluate whether they are moving toward their values 
and reaching goals, or if they are moving away from them in everyday 
moments. This is one change they can have control over.

As we talk about change with our clients, the most valuable tools 
you may have are openness and curiosity. Being open to hearing their 
story, hearing their concerns and hearing their strengths will change the 
way clients see us. It will create trust and a space to understand how 
they see change and choice in the system. It will help us see what they 
live out every day and how that will affect the choices they make about 

treatment. Curiosity helps to remove judgment, stigma and power 
struggles. It shows that we are also willing to learn and engage in their 
lives. Supportive listening with these two characteristics will change 
relationships. One note on this is that if we do this all with an agenda 
to get the client to move to where we want them, it will not work. If we 
only listen so that we can get their trust in order that they will do what 
we want them to do or what we recommend, we are further behind 
than when we started.

Hemophilia care is making great strides because of curiosity and 
so many skilled people who are contributing to the effort. That same 
curiosity will serve well to our clients as well as when we walk through 
change with them. Harry Lorayne, a magician and memory training 
specialist born in 1928, said, “Curiosity killed the cat, but where 
human beings are concerned, the only thing a healthy curiosity can 
kill is ignorance.” Let curiosity lead you away from ignorance and into 
understanding where our clients are at in the midst of all the change. 

T

Facilitating change
by Jennifer King, BSW, RSW  
Saskatchewan Bleeding Disorders Program

If there is one thing we fight with most often in life, it could be change. Change comes at the speed 
of time and at times we have all felt overwhelmed by it. As health care providers, it would serve 
our clients well to recognize that the changes that often occur in our systems of government and 
private sectors give them little to no choice in the care they receive. This does not mean, however, 
that we leave it as such. We can adjust our approach to change how we talk and how we walk 
beside our clients as they go through change.

Some members of the Canadian Social Workers in Hemophilia Care at Rendez-vous 2015.
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his is an ambitious goal and one which is considerably more 
extensive in scope than that of the 2011-2015 Strategic 
Plan, which was to promote and fund research to improve 

treatment and ultimately to find a cure. Strategies were acted upon, 
allowing for new activities to be incorporated in furtherance of our 
ultimate goal. While a cure is the ultimate goal, understanding what 
is important to individuals about their lives is key to developing better 
therapies and better ways of providing care.

A Research Advisory Committee and Peer Review Committee were 
established with these aims:
 Attract more researchers to the field of hemostasis – particularly allied 

health care providers such as nurses, physiotherapists and social workers.
 Explore strategic partnerships with other research-orientated bodies.
 Update the CHS research agenda and identify research priorities.
 Advance care through research by increasing participation of patients 

in research studies.
So breaking down the ambitious goal into manageable strategies 

and activities allows us to achieve the desired outcomes as set out in 
our Strategic Plan.

Promotes: The Research Committee puts out a call for applications 
for all of its research awards in the summer of each year and the desired 
outcome is to attract twice the number of high-quality applications 
compared to grants available.

Funds: Dream of a Cure research projects are funded through interest 
from the Hemophilia Research Million Dollar Club (HRMDC) endowment 
and direct contributions from individuals, the CHS and its chapters. 
Without such donations the research work would not be possible. The 
type of research is often called basic science or fundamental research 
and is undertaken as a series of small steps within a laboratory setting 
to gain insights into causes and effects of bleeding disorders. Separate 
studentship awards are granted in addition to awards to leading Canadian 
researchers. Research projects and funding are not limited to hemophilia 
and extend to all congenital and acquired bleeding disorders. 

Facilitates: Allied health care professionals such as nurses, 
physiotherapists and social workers bring different perspectives to 
the provision of care within the inherited bleeding disorder care team 
yet they face hurdles including time, experience conducting research, 
and access to research funding. Two CHS research awards have been 
created in partnership with industry with these challenges in mind, 
the Novo Nordisk Psychosocial Research Program and Baxalta, now 
a part of Shire, Fellowship Program. The Research Committee is also 
tasked with seeking out and reviewing other research partnerships.

The CHS and its chapters publish details of clinical studies that 
are recruiting participants, thus ensuring that Canadian experience 
with new therapies is gained, both by the clinicians who participate as 
investigators and by the patients who enroll. Such experience is vital 
to ensure that Canadians have access to the best therapies.

Clinical research: This is the heart of the Care until Cure research 
program funded by Pfizer. Canadian investigators research various 
medical and psychosocial aspects of bleeding disorders.

Conducts: Can or should the CHS conduct research studies? Who 
knows better than the chapter members what living with hemophilia is 
all about, therefore patient-reported treatment and quality of life studies 
are a crucial part of improving care and being able to demonstrate the 
value of new therapies. The CHS has recently demonstrated its ability to 
contribute to this area of research by leading the National Assessment 
of Hemophilia/Inherited Bleeding Disorder Comprehensive Care Program 
Services and Resources, the results of which were published in the journal 
Haemophilia1.

The CHS is also participating in an international study – PROBE 
(Patient Reported Outcomes, Burdens and Experiences). Sixty-four 
members completed questionnaires at the Manitoba, Hemophilia 
Ontario and Quebec AGMs and at Rendez-vous 2015.

In stepping up to be directly involved with these specific types of 
research studies which support evidence-based advocacy, the CHS is in 
line with a growing emphasis on patient-oriented research by leading 
policy makers, health authorities, academic institutions, charities, 
researchers and health care practitioners. Canada’s Strategy for Patient-
Oriented Research (SPOR) refers to a continuum of research that engages 
patients as partners, focuses on patient-identified priorities and improves 
patient outcomes. This research, conducted by multidisciplinary teams 
in partnership with relevant stakeholders, aims to apply the knowledge 
generated to improve health care systems and practices2.

In conclusion, the CHS is able to pursue the ambitious goal we have 
set ourselves. We have the tools, we work to get the resources, and we 
have the incentive to achieve our desired outcomes. 

References
1. Page D, Crymble S, Lawday K, Long M, Stoffman J, Waterhouse L, Wilton P. 

Penny wise, pound foolish: an assessment of Canadian Hemophilia/inherited 
bleeding disorder comprehensive care program services and resources. 
Haemophilia 2016 doi:10.111/hae.12913.

2. Strategy for Patient-Oriented Research. Canadian Institutes of Health 
Research www.cihr-irsc.gc.ca/e/41204.html.

T

CHS 2016-2020 Strategic Plan  
and how it applies to research
by Kathy Lawday, Hornby, Ontario

GOAL: To promote, fund, facilitate and conduct fundamental, clinical and quality 
of life research to improve health and quality of life and ultimately find cures
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R E P O R T  F R O M  T H E  C H A I R

he Hemophilia Research Grants Review Committee, under the 
chairmanship of Dr. Manuel Carcao, met earlier this year and 
announced the 2016 grant recipients for the CHS Dream of 

a Cure Research Program. Summaries of the projects can be found on 
page 19. These grants total $130,000 and were made possible by funding 
provided by the Hemophilia Research Million Dollar Club (HRMDC) and 
the Canadian Hemophilia Society (CHS). The HRMDC and the CHS have 
provided over $4.3 million in support of hemophilia research in Canada 
since 1991 by supporting over 40 research projects and 29 studentships. 
This has made such a difference in quality of life for people with inherited 
bleeding disorders.

We have always depended on our hemophilia community – the provincial 
chapters, individuals, families and groups – which has provided financial 
support since the Club’s inception in 1984. In 2015, CHS chapters and 
members collectively raised over $97,811 to increase the capital of the endowment fund. An additional $72,892 
(including a $50,000 matching gift from the CHS) was directed towards current research.

YOU and your family depend on RESEARCH, and RESEARCH depends on YOU. The most effective way you can help 
bleeding disorder research in Canada is by supporting the HRMDC. To make a contribution, please contact Joyce Argall at 
the CHS national office (1-800-668-2686 | jargall@hemophilia.ca) or visit the TO SUPPORT US section of the CHS Website.

As is our custom, we are pleased to acknowledge in Hemophilia Today our members and donors who truly understand 
that the Hemophilia Research Fund is our fund. The complete list of Voting Members, Non-Voting Members, Honorary 
Members and Honorees who have supported the HRMDC since 1984 appears below and on the next page. Our heartfelt 
thanks to all of you for your generosity!

We would like to thank all those who made donations:

In honour of David Auld, Rashpal Bhogal, Manny Bryar, Marjorie Calderwood, Dan Doran, Alexander Mark Ernst, Dr. Ron George, Benjamin Gray,  
Darryl Gray, David Gray, Nathan Gray, Phyllis Gray, Joan Kinniburgh, Murray Kinniburgh, Victoria Kinniburgh, Carrie Ku, Jason Lockhart, Mary MacLeod, 
Alden Mueller, Carter Ruklic, John Schmitke, Greg Whitaker.

In memory of Ray Abate, Norman Babinec, Gordan Battah, Richard Bennet, Martin Bott, Marjorie Calderwood, Ian Cale, Michael Conliffe,  
Shawn Duford, Carole Evans, George Forbes-Bentley, John Futlon, Jacqueline Hébert, Marilyn Hewson, Reverend Stephen Hill, Dr. Barry Isaac,  
Ursula Johnson, Colleen Kiberd, James Kreppner, Tyler Lambert, William Lindner, Brian Lucas, Hazel MacDonald, Michele Muench, Bill Nette, Art Olson, 
Leah O’Neil, Sylvia Ozubko, Douglas Page, Enid Page, Clayton Petrick, John Plater, Ken Poyser, Edith Thurston, Neil Van Dusen, Odas White.

We would also like to thank our numerous additional donors who each year express their confidence by contributing to our yearly appeals 
or supporting activities organized by individuals, chapters and regions.

T

Norman Locke
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

In lieu of gifts for his 10th birthday, Connor Blicker, from North York, 
Ontario, asked friends and family to donate to research.
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H EMOPHIL IA  R ESEARCH M ILL ION D OLLAR C LUB 
I N G RAT ITUDE  AND C OMMEMORAT ION |  1984-2015

VOTING MEMBERSHIPS
Ken, Darlene and Tony Poyser
Terry Douglas
Lynne Kubin and Family
C. Kang Tan
Mr. and Mrs. Joe Laxdal
Audrey Irene Saigeon
Poyser, Schultz and Glass
Hemophilia Ontario
Manitoba Chapter
The Isaacs
Northern Alberta Region
Toronto and Central Ontario Region
Ray and Helen Poyser
Nova Scotia Chapter
Central West Ontario Region
British Columbia Chapter
Dr. and Mrs. Ron George
Desharnais-Pépin Family
Hemophilia Saskatchewan
Marcel and Aline LaFrance
Estate of Mary Ann Olson
Shaun Aaron Bernstein
Mrs. R.W. Rudd
Mrs. Pat Laxdal
Alex, Ken Little and Lisa Sorrenti-Little
Dr. Martin Inwood
Enid and Douglas Page
Poyser, O’Shaughnessy and CHS
Susan Anderson

In memory of Dorothy Kidd
Ken Hanna
Glass Family
Clam Chops c/o Lois Lindner
DWK Enterprises
Blanche Summers

In memory of Stuart Johnson
Quebec Chapter
Southern Alberta Region
North Western Ontario Region
Estate of Janet Rudd
New Brunswick Chapter
G.W. Cooper Family
North Eastern Ontario Region
Aurore Mercure Fournier
Northern Alberta Region

In memory of Frank Schnabel
Art and Leona Olson
O’Shaughnessy–Molina
Ian and Gail Austin (Jeff and Tim Austin)
Canadian Hemophilia Society
Ottawa and Eastern Ontario Region
South Western Ontario Region
Clam Chops II (Dr. Gerry Growe, Lois Lindner,
Diane Rudd, George Stephenson,
Cheong K. Tan)
Frank Bott and Family

In memory of Gregory Bott
Jamie Hill
L. Faye Stephenson
Ottawa and Eastern Ontario Region

In memory of Shawn Duford
British Columbia Chapter

In memory of John Crooks
Northern Alberta Region

In memory of Ken Poyser
Dr. Anthony K. C. Chan
D’Fana-Blanchette Family
George Stephenson, Frank and Helen
Jackman, L. Faye Stephenson
Scott MacDonald and Noise Solutions

In honour of Carter Ruklic
Northern Alberta Region

In honour of Jack Spady
Northern Alberta Region

In honour of Wilma McClure
Ian Austen

In memory of Jeff Austen
Tony, Jennifer, Jordan and Dylan Poyser

In memory of Ken Poyser
Friends and Family of Carter Ruklic
Newfoundland and Labrador Chapter
Northern Alberta Region

In honour of Dr. John Akabutu

Northern Alberta Region
Plot to Clot 2012

Northern Alberta Region
In memory of Irene and Martin McPherson

Alberta Chapter
Plot to Clot 2013

Sharon Guralnick
Alberta Chapter

In memory of Catherine Hordos
In memory of Irene and Martin McPherson

Quebec Chapter
In memory of David Pouliot

Newfoundland and Labrador Chapter 
In memory of Dr. Chau Matthew Nguyên

NON-VOTING MEMBERSHIPS
Dr. S. K. Ali
Montreuil Family
Mr. Normand Campeau
Ralph Murray
Jacques D. Fournier
David Page
John Fulton
Robert C. Pedersen
Claire B. Gagnon
Quebec Chapter
Mrs. B. Rose
Donat and M-Paule Gendron
Claire and Éric Roussin
Glenys and Ed Gurney
Savoie Family
Rev. Stephen H. Hill
Elon O. Scott
Jo-Ann Kubin
Blanche Summers
Ghislaine Landreville
Bernice and Henry Triller
Ferdinand Labonté

In memory of Luc Labonté
Oliver Tulk Family
Jean-Guy Lavigne
Anthony and Maxime Veilleux
Antoine L’Hérault
Joseph Waldner
Louise Mainville
Lionel Mercier
Susan E. Anderson
Guy-Henri Godin
Jamie Hill
David L. Holmes
François Laroche
Elaine Reid

In memory of Marvin Louis Olson
Friends and Family of Mary MacLeod
Nova Scotia Chapter

In memory of Martin Bott
Dr. and Mrs. Ron George

In memory of Dr. Barry Isaac
In memory of Cecil and Pat Harris

Friends and Family of Dr. Barry Isaac
In memory of Dr. Barry Isaac

Dr. David Lillicrap
Margaret Cracknell

In memory of George Forbes-Bentley
Godin Family: Fernande, Donald and Guy-Henri
Northern Alberta Region
British Columbia Chapter

In memory of Captain Dick Rudd
Catherine Hordos

In memory of Andras J. Hordos
Volunteers from the 1st Annual Road Hockey
Tournament

In honour of Trevor Sauvé and Jaime Villeneuve
Friends and Family of Marjorie Calderwood

In memory of Marjorie Calderwood
Tanya and Flavio Antenucci

In honour of Andris Antenucci
Dr. Bruce Ritchie
Ken Poyser

In honour of his “Angel” Darlene Poyser
Jeff Beck

In honour of his “Angel” Heather Moller
Tom Alloway

In honour of his “Angel” James Beckwith

David Page
In honour of his “Angel” Patricia Stewart

Craig Upshaw
In honour of his “Angel” Gayle Achtymichuk

James Kreppner
In honour of his “Angel” Antonia Swann

Tony Niksic
In honour of his “Angel” Loretta Niksic

Dr. and Mrs. Ron George
In honour of their “Angels”
Dr. Martin Inwood, Dr. Irwin Walker,
Dr. J. Cranby, and the hemophilia nurse
coordinators

Blanchette-D’Fana Family
In honour of their “Angel” Kevin Blanchette

Can-Ital Ladies Society
Ottawa and Eastern Ontario Region

In memory of Michel Frank
Frank Bott

In memory of Martin and Gregory Bott
David Page

In honour of his “Angel” Julia Page
Maureen Griffith

In honour of her “Angel” Amy Griffith
Catherine Bartlett and Dave Halliday

In honour of their “Angel” Iris Halliday
In honour of their “Angel” Poppy Marie Halliday

Joan and Murray Kinniburgh
In honour of Benjamin and Nathan Gray

Ottawa and Eastern Ontario Region
In memory of John Wilson

Newfoundland and Labrador Chapter
Dimart Foundation

In honour of Alexander Mark Ernst
Elaine Dorothy Archibald and Guy-Henri Godin
Kevin Bryar

In honour of his “Angel” Manny Bryar
Care Industries

In honour of their “Angel” Manny Bryar
Wayne Wright (Red Deer Oil Tool Ltd.)

In honour of his “Angel” Manny Bryar
Bill Flaws (Zone Completions Ltd.)

In honour of his “Angel” Manny Bryar
Dr. Ron and Leni George

Plot to Clot and Carter’s Quest for a Cure
Alberta Chapter

Carter’s Quest for a Cure (2013 & 2014)
Murray and Ruth Richards

In honour of their “Angel” Daryl
Georges O’Shaughnessy

In memory of Bernadette Prud’homme-
O’Shaughnessy

A-Line Furniture and Appliances 
In honour of Jason Lockhart

HONORARY MEMBERSHIPS
Frank Bott and Family
Canadian Hemophilia Society
British Columbia Chapter
Southern Alberta Region
Northern Alberta Region
Manitoba Chapter
New Brunswick Chapter
Newfoundland and Labrador Chapter
Nova Scotia Chapter
Prince Edward Island Chapter
Quebec Chapter
Hemophilia Saskatchewan
Hemophilia Ontario
Hemophilia Ontario

On behalf of the Maynard Family
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More detailed descriptions of all the funded research projects are available at 
www.hemophilia.ca/en/research

CHS Dream of a Cure Research Program
Supporting research towards improving the quality of life for people with inherited bleeding disorders and finding a cure have been 
goals of the Canadian Hemophilia Society (CHS) since it was founded in 1953. Since 1990, through funds provided by the Hemophilia 
Research Million Dollar Club and the CHS, the CHS provides basic scientific research grants and studentships aimed at developing 
treatments for inherited bleeding disorders and finding a cure.

DREAM OF A CURE

The role of FVIII glycans on the immunogenic potential of FVIII concentrates

Dr. David Lillicrap
Queen’s University – Kingston, Ontario

This study will explore how different factor VIII products may trigger different reactions from the body’s  
immune system. The theory is that different forms of recombinant FVIII products are “decorated” with different 
patterns of sugar molecules, some of which may more strongly activate factor VIII molecules, causing a higher 
rate of inhibitors.

DREAM OF A CURE

Role of Gfi1b in the formation of platelets and in inherited bleeding disorders

Dr. Tarik Möröy
Institut de recherches cliniques de Montréal (IRCM), Department of Hematopoiesis and Cancer – Montreal, Quebec

A better understanding of which factors regulate platelet production is needed to develop new treatments for 
platelet deficiencies. This project, using mice deficient in a gene called Gfi1b, proposes to investigate how this 
gene functions and regulates platelet formation with the goal of gaining new insights into how to treat  
patients with bleeding disorders and platelet deficiencies.

DREAM OF A CURE - STUDENTSHIP

Implementing the assessment of hemophilic arthropathy joint changes  
over time: quantitative versus semiquantitative MR imaging of cartilage

Michelle Quaye
University of Western Ontario – London, Ontario
Under the supervision of Dr. Andrea Doria, Hospital for Sick Children – Toronto, Ontario

This study aims to improve the accuracy of measuring early ankle joint damage in children and adolescents  
with hemophilia. It compares a new quantitative methodology through manual segmentation of articular 
cartilage parts to a semi-quantitative score (International Prophylaxis Study Group MRI scoring system) 
combined with clinical-radiographic methods.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2016.
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CARE UNTIL CURE

Outcomes indicators of transitional care in adolescents with hemophilia: a 
Delphi survey of Canadian hemophilia care providers and patient focus groups

Dr. Linda Sun
University of British Columbia – Vancouver, British Columbia

Adolescents with hemophilia face multiple challenges during transition from pediatric to adult care. A survey of 
Canadian hemophilia care providers and patient focus groups will be conducted to identify the most important 
clinical and patient-reported outcome indicators of effective transition. This will lead to the development of a 
Hemophilia Transition Outcome instrument to better evaluate the success of hemophilia transition.

The CHS/Pfizer Care Until Cure Research Program
The Care until Cure Research Program, established in the year 2000 and funded by Pfizer, allows Canadian investigators to 
conduct research on various medical and psychosocial aspects of bleeding disorders. Grants are given for clinical research, 
including outcome evaluation, in fields relevant to improving the quality of life of people with hemophilia, von Willebrand 
disease or other inherited bleeding disorders, people with related conditions such as HIV or hepatitis C, as well as carriers of an 
inherited bleeding disorder.

CARE UNTIL CURE

DDAVP vs exercise in patients with mild hemophilia A –which is better and  
do they work synergistically in improving hemostasis?

Dr. Manuel D. Carcao
Hospital for Sick Children – Toronto, Ontario

Both exercise and DDAVP (desmopressin) are known to raise FVIII levels in people with mild hemophilia A (MHA). 
This study, involving 40 persons with MHA, will evaluate if the combination of DDAVP plus exercise results 
in better clotting ability than just exercise or DDAVP alone. It may result in people with MHA not needing 
to receive DDAVP and being able to feel reassured that they can engage in sports activities with less risk of 
bleeding, provided that they appropriately warm up beforehand and thus raise their FVIII.

CARE UNTIL CURE

Assessing the usability and user experience of the Canadian Bleeding  
Disorders Registry (CBDR) and MyCBDR

Dr. Nancy Heddle
McMaster University – Hamilton, Ontario

A new, web-based system, the Canadian Bleeding Disorders Registry (CBDR) and MyCBDR, is being rolled out 
across the country. The ease of use and acceptability of this new system to end users (health care providers, 
people with hemophilia and caregivers) is important and unknown. This study will assess the usability and user 
experience of CBDR/MyCBDR and help to identify any difficulties with the system over time.

THE FOLLOWING PROJECTS ARE BEING FUNDED IN 2016.
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The CHS/Novo Nordisk Canada Psychosocial Research Program
The CHS/Novo Nordisk Canada Psychosocial Research Program was created to engage hemophilia program professionals/graduate 
students from the allied health disciplines (i.e. nursing, physiotherapy and social work) in research activities addressed to 
understanding the psychosocial impact of hemophilia and other inherited bleeding disorders and to improve the quality of life of 
people and families whose lives are affected by these disorders. The research grants are made possible thanks to generous financial 
support from Novo Nordisk Canada.

PSYCHOSOCIAL RESEARCH PROGRAM

Reliability, validity, and clinical utility of the Pain  
Treatment Planning Questionnaire for bleeding disorders  
outpatient clinics

Susan Tupper PT, PhD and Dr. Kelsey Brose
Royal University Hospital – Saskatoon, Saskatchewan

This study aims to improve communication about and management of pain in people with  
bleeding disorders using the Pain Treatment Planning Questionnaire (PTPQ). In the first  
study, 214 people with a bleeding disorder from six Canadian centres will answer an online survey about pain and pain treatments. 
Their description of the different types of pain people experience and their treatments will help compare the PTPQ to other pain 
questionnaires. The second study will involve health care providers from six participating centres.

.

The CHS/Baxalta, now a part of Shire, Inherited Bleeding Disorders 
Fellowship Program for Nurses and Allied Health Care Professionals
The CHS - Baxalta, now a part of Shire, Inherited Bleeding Disorders Fellowship Program for Nurses and Allied Health Care Professionals 
was created to engage hemophilia program professionals/graduate students from the disciplines of nursing, physiotherapy, social 
work and other related allied health disciplines in research focused on improving services and quality of life for people and families 
whose lives are affected by bleeding disorders. The fellowship is made possible thanks to the generous financial support from 
Baxalta, now a part of Shire, and the CHS is proud to be in a partnership with them in order to offer this important fellowship program.

INHERITED BLEEDING DISORDERS FELLOWSHIP PROGRAM

Physiotherapy and point of care ultrasonography for the  
assessment and management of acute muscle bleeding in  
patients with hemophilia A and B

Karen Strike, BKin Hons, MScPT, McMaster Children's Hospital – Hamilton, Ontario  
and Sandra Squire, PT, St. Paul's Hospital – Vancouver, British Columbia

Point of Care Ultrasound (POC-US) is a new technology being used within the hemophilia  
clinic setting. The aim of the study is to expand the use of POC-US beyond joint bleeding to provide evidence-based protocols to 
establish if the person with hemophilia (PWH) has a muscle bleed. The next step will be to study if the physiotherapists are able to 
consistently describe the ultrasound images and correctly identify if a bleed has occurred.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2016.

THE FOLLOWING PROJECT IS BEING FUNDED IN 2016.
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IRT?, the mobile app, was 
developed to assist in injury self-
management for young men 

with mild hemophilia. The development team 
included clinicians, computer experts and young 
Canadian men with mild hemophilia. The app 
was released in December 2014, and received 
with great interest, with 244 downloads in 
Canada and 700 throughout the world from 
December 2014 to September 2015.

An evaluation was completed in 2015. 
This evaluation consisted of a mixed methods 
research approach that included both qualitative 
(telephone interviews) and quantitative (self-
report questionnaires) to identify the perceived 
usefulness of the mobile app for injury 
self-management by young men with mild 
hemophilia. Twelve young men, aged 17-34, 
from six different provinces, participated 
in the study. Five themes emerged from the 
interviews. The self-report surveys provided 
information on how the young men perceived 
the app to influence their injury self-
management. Statistical tests were used to determine the association 
between perceived self-management strategies and confidence levels 
with using the app and not using the app.

HIRT? was perceived by the study participants to be accessible, credible 
and useful. The young men interviewed in this study unanimously agreed 
that the format of HIRT? was preferential to paper-based educational 
information on injury self-management. Participants emphasized that 

the app was “handy” and “at your fingertips.” In 
addition, the unique alarm system of the mobile 
app, which serves as a reminder to reassess an 
injury, was generally supported as a useful 
feature by the respondents. With their bleeds 
being so infrequent, participants said that they 
tended to forget they had mild hemophilia, 
“because you can sometimes forget, any time 
you get complacent about it.”

The young men involved in the study 
also indicated that HIRT? might be useful 
to positively influence perceived self-
management skills in younger individuals (this 
study was limited to 18-35 year old men), 
and at the point of first diagnosis with mild 
hemophilia. This is something that will need to 
be studied in the future. Importantly, the study 
also demonstrated that HIRT? can assist young 
men by significantly increasing perceived 
confidence to identify and manage bleeds. As 
one participant said, “If you have it on your 
phone, you could sort of do an assessment 
from the crime scene, really, wherever you get 

injured.” It is our hope that this translates into earlier bleed identification 
and better overall management.

Our team is excited about future developments and possibilities 
for this app that were highlighted through the research. The research 
participants provided rich information to help us understand potential 
barriers and facilitators to the use of HIRT? and to inform future app 
development. 

 H

Are you HIRT? (Hemophilia Injury Recognition Tool): 
Perceptions from young men with mild hemophilia 
by JoAnn Nilson 
Physical Therapist, Saskatchewan Bleeding Disorders Program

Young men with mild hemophilia do not bleed very often. Therefore, 
these young men may have difficulty recognizing an injury that needs 
medical attention. Smartphone apps have the potential to more actively 
engage young individuals in self-directing their care. With the help 
of young men with mild hemophilia, our research team embarked on 
developing an app that was tailored to their needs.

This research project was led by JoAnn Nilson for her Master of Science degree. The research team included Kathy Mulder, Kristy 
Wittmeier, Candice Schachter, Richard Lomotey, Cathy Arnold and Sarah Oosman. Funding from the CHS/Baxalta, now a part of Shire, 
Inherited Bleeding Disorders Fellowship Program for Nurses and Allied Health Care Professionals and the BHAP Caregiver’s Awards 
program assisted in completing this project.

JoAnn Nilson
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ome studies showed a lower rate of inhibitor development 
with plasma-derived FVIII; other studies did not. The studies, 
however, were quite small and retrospective or observational 

in nature, and so they didn’t provide conclusive results.
The SIPPET study is the first prospective, randomized trial to attempt 

to answer the question. Prospective means that the study is designed 
and then subjects are enrolled and data is collected, and is considered 
stronger evidence than a retrospective study that looks back in time. 
Randomized means subjects are randomly assigned to each arm of 
the study to reduce potential bias. SIPPET was coordinated out of the 
Milan Hemophilia Center in Italy and conducted in 14 countries in 
Africa, the Americas, Asia and Europe. SIPPET stands for Survey of 
Inhibitors in Plasma-Product Exposed Toddlers.

The PUPs received either recombinant FVIII—Advate (Baxalta, now 
a part of Shire), Kogenate FS (Bayer), Recombinate (Baxalta, now a part 
of Shire) or Xyntha (Pfizer)—or plasma-derived factor VIII containing 
von Willebrand factor—Alphanate (Grifols), Fandhi (Grifols), Emoclot 
(Kedrion) or Factane (LFB).

The main finding of the SIPPET study was that in patients receiving 
plasma-derived FVIII with von Willebrand factor the incidence of 
inhibitors was 26.7% while the rate in those receiving recombinant FVIII 
was 44.5%. Thus, the rate of inhibitors in patients using recombinant 
products was 1.87 times, or 87%, higher, than in patients using plasma-
derived FVIII with von Willebrand factor.

The rate of high titer inhibitors was 18.5% among those receiving 
plasma-derived FVIII and 28.4% among those receiving recombinant. 
Thus, the rate of high titer inhibitors was 1.69 times, or 69%, higher, in 
recombinant FVIII than in plasma-derived FVIII with von Willebrand factor.

The Association of Hemophilia Clinic Directors of Canada (AHCDC) 
Inhibitor Committee has called the SIPPET study “without question the best 

available experimental data that exists to date with respect to the question 
of the comparative immunogenicity between recombinant and plasma-
derived FVIII concentrates and should not be ignored.” It is not, however, 
the last word on this issue. International data involving large numbers of 
PUPs will need to be gathered to conclusively answer this question.

There is wide agreement that the development of an inhibitor, 
especially a high-titer inhibitor, is the most serious and frequent adverse 
event in the treatment of hemophilia.

With regard to the implications of the study, the AHCDC Inhibitor 
Committee made these key points to the physicians of the AHCDC.
1. When choosing a FVIII product for PUPs with severe hemophilia A, 

Canadian hemophilia treaters should take into consideration 
the results of the SIPPET study. Given the SIPPET data, plasma-
derived products containing von Willebrand factor—Humate P (CSL 
Behring), Wilate (Octapharma)—should be presented to patients 
and families as an option for the treatment of PUPs with severe 
hemophilia. In this regard, selecting the FVIII product remains the 
decision of individual clinics and families.

2. At this point the results cannot be extrapolated to PUPs with 
mild or moderate hemophilia as the study was conducted only on 
patients with severe hemophilia A. Nevertheless, a clinician may 
choose to manage mild or moderate hemophilia A PUPs in a similar 
manner to those with severe hemophilia A.

3. The results of the SIPPET study should not lead to reconsideration of 
treatment regimens of previously treated hemophilia A patients (PTPs).

4. The results cannot at this point be extrapolated to the newer FVIII 
concentrates (Eloctate, Kovaltry, Nuwiq) as these products were not 
studied.

CHS Blood Safety and Supply Committee
June 13, 2016 

S

CHS statement on the SIPPET study
For many years there has been debate in the medical community about which class of 
products has the lowest risk of inhibitor development in previously untreated patients 
(PUPs) with hemophilia A: recombinant factor VIII or plasma-derived factor VIII?

For more information on this important issue, please go to the CHS Website at 
www.hemophilia.ca/en/about-the-chs/public-affairs.



Hemophilia Today  August 2016 |  25

body systems. It’s not that the core protein is changed, but the 
modifications that happen to that protein make it a slightly bigger, 
more branched molecule that’s slower to break down. Bayer has 
also introduced human heat shock protein 70, a natural chaperone 
protein. This helps with better folding of the protein as well as 
reducing premature cell death.

HT: Are there any other ways in which these two products 
are different?
Dr. Mahdi: Kovaltry does not use any human or animal derived raw 
materials in the cell line, purification process or in the formulation 
process to manufacture Kovaltry. We also introduced a 20-nanometer 
filtration step that reduces the theoretical risk of contamination. 
Think of it as a sieve that removes potential viruses and clumps of 
misfolded proteins from the final product.

HT: What have recent clinical trials shown with regard to 
developing inhibitors, first in previously treated patients 
(PTPs) and, secondly, in previously untreated patients (PUPS)?
Dr. Stoffman: The RODIN study (See Hemophilia Today, Vol 49, No 3, 
November 2014) and the more recent SIPPET study (see page 24) did 
not look at PTPs, so from a scientific point of view, we can’t comment, 
but based on what we understand of inhibitors, there would be no 
increased risk of inhibitors in PTPs with a recombinant product like 
Kovaltry. These patients have been frequently treated, they haven’t 
developed an inhibitor, and there’s no concern of inhibitor development 
when switching from one product to another.

However, there is a real concern that previously untreated patients 
starting on Kovaltry, or any of the other recombinant products on 
the market right now, are exposed to a higher risk of an inhibitor 
compared to starting on a plasma-derived FVIII with von Willebrand 
factor. At least, that’s what SIPPET seems to suggest.

HT: Tell us about formats and storage.
Dr. Mahdi: It is administered via intravenous injection after 
reconstitution with a diluent supplied in two pre-filled syringe volumes: 
2.5 mL for the 250, 500 and 1000 IU nominal dose strengths and 5 mL 
for the 2000 and 3000 IU nominal dose strengths. These are the same 
as Kogenate FS, as is the administration device or vial adapter. Kovaltry 
needs to be refrigerated between 2°C to 8°C and never frozen. Once 
removed from the fridge, it cannot be re-refrigerated. You can store 
Kovaltry at room temperature up to 25°C for a single period of up to 
12 months. After reconstitution it must be used within three hours.

HT: What are the plans for making the transition from 
Kogenate to Kovaltry?
Dr. Mahdi: The plans are to ship across the country from June to 
October with Atlantic Canada being the first to transition. We’ve left 
this to Canadian Blood Services and the clinics to manage. By the end 
of October, the transition should be finished. – D.P. 

Hemophilia Today (HT): What has led to the development 
of this next generation of rFVIII?
Dr. Mahdi: Kovaltry is not a new molecule but its development 
reflects Bayer’s commitment to continually improving its products. 
Kovaltry is produced with advanced manufacturing technologies 
that enhance the production of rFVIII.

HT: In what ways are Kogenate FS and Kovaltry similar?
Dr. Mahdi: Compared to Kogenate FS, Kovaltry is similar in terms 
of efficacy and safety. They are both made using a copy of the same 
natural unmodified FVIII molecule that we find in human blood. 
They’re also both recombinant molecules with an identical factor VIII 
amino acid sequence and molecular formula, which are produced in 
the same baby hamster kidney cell line.

Dr. Stoffman: Kovaltry has the same clinical efficacy and it’s indicated 
for all the same uses as Kogenate: prophylaxis, on-demand therapy 
and surgery.

HT: In what ways are Kogenate FS and Kovaltry different?
Dr. Stoffman: Study data showed a slightly longer half-life, a mean 
of 14 hours versus 12 with Kogenate.

HT: If it’s the same molecule from the same cell line, how 
do you explain that the half-life appears to be longer?
Dr. Stoffman: Kovaltry uses great big sugars on the side of the 
molecule to hide the key part of the protein from the natural 

Bayer introduces Kovaltry to replace 
Kogenate FS in Canada

Kogenate and Kogenate FS have been used in Canada 
to treat hemophilia A for almost a quarter-century. 
Their manufacturer, Bayer, is now replacing Kogenate FS 
with Kovaltry in the Canadian marketplace.

Hemophilia Today met with Mohammed Mahdi, medical and 
scientific advisor in the Hematology Branch at Bayer Canada, 
and Jayson Stoffman, medical director at the Manitoba Bleeding 
Disorders Program and past-president of the Association of 
Hemophilia Clinic Directors of Canada, to learn more about Kovaltry.

Dr. Mohammed Mahdi Dr. Jayson Stoffman
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ince the opening of a plasma collection centre in Saskatoon 
in February, the issue of compensation for plasma donation 
is in the media almost every week. The CHS is on public 

record as supporting the practice of compensating plasma donors 
globally. Why does the CHS take this position?

Plasma products, whether from compensated or 
non-compensated, American or Canadian donors are 
equally safe and efficacious

Since the tragedy of the 1970s and 1980s, the blood system has 
changed profoundly. The advent of the Internet has meant that reports 
of new diseases go around the world in minutes instead of months or 
years. Donor selection procedures screen out those who may not be 
healthy. Records are computerized. Each donation is screened with 
multiple tests for HIV, HBV, HCV, syphilis and other pathogens. During 
manufacturing, plasma products are subjected to several extra steps 
to ensure safety including repeat testing, plasma inventory holds, 

purification, filtration, heat treatment and solvent-detergent viral 
inactivation. Each plasma collection centre is licensed and regularly 
inspected by national and international regulators. As a result of these 
layers of safety, there has not been a single case of viral transmission 
of HIV, HBV or HCV in plasma products in Canada since 1988. In 
fact, because of the additional testing and viral clearance steps 
used in the manufacturing of plasma products, they are considered 
safer than fresh blood components such as red cells, platelets and 
plasma for transfusion. Health Canada, the U.S. FDA, the European 
Medicines Agency and the Association of Hemophilia Clinic Directors 
of Canada are all on record stating that plasma products, whether 
from compensated or non-compensated donors, are of equal safety, 
efficacy and quality. 

The CHS recognized in 2002 that donor selection, donation testing, 
viral inactivation and stringent surveillance were the elements that 
guaranteed safety—and not the question of payment—and it adopted 
a policy to that effect. The world has changed since 1985.

S

Why CHS supports compensation 
for plasma donation

Understandably, this is an emotional subject. 

In the 1970s and 1980s, 700 Canadians with 

bleeding disorders were infected with HIV and 

HCV and another 900 with HCV alone. The 

majority of these infections were caused by 

factor concentrates made from compensated 

plasma donors in the United States. Another 

500 Canadians were infected with HIV and 

up to 20,000 with HCV from transfusions of 

fresh blood components from voluntary, non-

compensated Canadian Red Cross donors. This 

was a terrible human and public health tragedy, 

not only in Canada, but around the world.
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TTAWA, June 20, 2016 – Health Canada announced that it has accepted submissions by Canadian Blood Services (CBS) and Héma-Québec 
to reduce the blood donation deferral for men who have had sex with men (MSM) from five years to one year. This means that potential 
donors will have had to have abstained from MSM relations for one year.

The recommendation from the two blood establishments came after analysis of the impact of the 2013 change in the deferral from lifetime 
to five years showed no increase in the number of donors testing positive for blood-borne pathogens. All data indicate this latest change will 
not increase risk to recipients.

Community advocacy groups and patient organizations were consulted at length before the submissions were made to Health Canada. The 
Canadian Hemophilia Society Board of Directors announced its support for the reduced deferral in November 2015.

CBS and Héma-Québec announced they would begin to implement the change on August 15, 2016.
Australia, since 2000, the United Kingdom, since 2012, and New Zealand, since 2014, have adopted one-year deferrals for MSM. The United 

States will introduce a one-year deferral in 2016. – D.P. 

Plasma products from compensated plasma donors are 
essential to the health of thousands of Canadians and 
hundreds of thousands of other people in the world

Plasma products are made from two streams of plasma: 1) the 
leftover plasma from whole blood collection by not-for-profit blood 
establishments like Canadian Blood Services and Héma-Québec; 2) the 
plasma collected via plasmapheresis (the red cells are returned to the 
donor) by for-profit blood collection centres, mainly in the U.S. Both 
streams of plasma are then sent to large commercial manufacturers of 
biological drugs like CSL Behring, Baxalta, now a part of Shire, Grifols 
and Octapharma so they can be fractionated and made into immune 
globulin, albumin, clotting factor concentrates and 30 other products 
for patients with blood and immune diseases.

While hundreds of Canadians with hemophilia A and B have access 
to recombinant factor VIII and IX, thousands more still rely on plasma 
products. These include people with von Willebrand disease, deficiencies 
in factors I, II, VII, IX, X, XI and XIII, and people with inhibitors to factor VIII 
and IX.

The leftover plasma from whole blood collection represents only 
25% of the raw material needed for the world’s plasma products. The 
remaining 75% of the plasma comes from for-profit plasma collection 
centres. In Canada, CBS produces only 25% of the plasma needed for 
its immune globulin purchases; Héma-Québec only 15%. The plasma 
from the pay-for-plasma collection system is absolutely essential. 
Without it, thousands of people with chronic conditions would suffer 
and many would die.

There is not one developed country in the world that is able to 
supply plasma products to its citizens from purely non-compensated 
donations, nor do any of these countries have a feasible plan to reach 
that goal.

Yes, Canadian Blood Services and Héma-Québec should collect more 
plasma. However, it is completely unrealistic to think that they would 
be able to meet the domestic demand for plasma from voluntary non-
compensated donors.

Compensating plasma donors is ethical
Compensated donors receive 25 or 30 dollars for their plasma and 

up to two hours of their time. Most donate weekly. It is entirely proper 
that those who contribute the raw material needed to manufacture 
drugs, which are then sold for profit by multinational pharmaceutical 
companies, receive a share of the return.

Canadians have been safely using plasma products made from 
compensated American donors for decades. Those who state that 
paying for plasma is unethical in Canada should be consistent and say 
that it is unethical in the U.S. as well, and those products should not 
be imported. As mentioned, if supply were shut off, thousands would 
suffer and many would die. How would that be ethical?

Blood establishments that collect fresh components 
from non-compensated donors can co-exist with 
plasma collection systems that pay donors

These systems have co-existed in the U.S. for decades. More recently, 
parallel systems have appeared in Germany and the Czech Republic 
without a negative impact. A company that pays its plasma donors 
has operated in Manitoba for over 30 years. There is no evidence that 
compensation would “crowd out” donors from Canadian Blood Services 
and Héma-Québec. Fewer than 4% of eligible donors in Canada actually 
choose to donate.

Canada should contribute more to the world supply
The world is over-reliant on the U.S. for the plasma needed to 

manufacture plasma products. This over-reliance could prove dangerous 
if, for example, there were a shortage of critical products and the U.S. 
determined it must cut exports. More plasma needs to be collected in 
Canada and in other countries.

The CHS policy on payment for plasma donation was developed in 
2002, and expanded in 2013, by its Blood Safety and Supply Committee, 
many of whose members use factor replacement products, including 
those made from plasma. The policy, in our view, is pragmatic, science-
based and patient-focused. – D.P. 

O
Health Canada accepts to reduce MSM deferral to one year

For more information on this issue, go to 
www.hemophilia.ca/en/safe--secure-blood-supply/chs-policy-on-paid-plasma-donations.



V I S I O N A R Y

B U I L D E R S

B E L I E V E R S

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision. 
We are fortunate to count on a group of exceptional donors who have committed to making an annual
investment to support the CHS and its core programming needs.

To recognize this special group of donors we have created The BeneFACTORs Club, the CHS’ highest philanthropic
recognition, which symbolizes the critical bond between our organization, the donor and every person we
serve with an inherited bleeding disorder. Corporations that make annual gifts of $10,000 or more to support
our organization and its core programming needs are recognized as members of the BeneFACTORs Club.

The Canadian Hemophilia Society acknowledges all of their tremendous effort.

THE BENEFACT RS CLUB


